To identify aspects of parental burden associated with borderline personality disorder (BPD), an anonymous internet survey linked to BPD support websites was developed for parents to complete on their BPD offspring and unaffected siblings. The questions cover aspects of the child's life from pregnancy through young adulthood, and query about the impact of the child's BPD on six domains of the parent's life, including physical and emotional health, marriage, job, standard of living, social life, and career trajectory. Additionally, financial burden was assessed with questions pertaining to insurance and out-of pocket costs associated with the BPD disorder. BPD offspring were identified by meeting diagnostic criteria embedded within the survey and having been given a diagnosis of BPD by a professional at some point in their life.
To identify aspects of parental burden associated with borderline personality disorder (BPD), an anonymous internet survey linked to BPD support websites was developed for parents to complete on their BPD offspring and unaffected siblings. The questions cover aspects of the child's life from pregnancy through young adulthood, and query about the impact of the child's BPD on six domains of the parent's life, including physical and emotional health, marriage, job, standard of living, social life, and career trajectory. Additionally, financial burden was assessed with questions pertaining to insurance and out-of pocket costs associated with the BPD disorder. BPD offspring were identified by meeting diagnostic criteria embedded within the survey and having been given a diagnosis of BPD by a professional at some point in their life.
We report on 233 female offspring meeting strict criteria for BPD. Parents of daughters with BPD endorsed varying levels of impact on the six domains comprising burden with the largest impact on emotional health which was impacted in over 88% of the respondents. Over 50% of parents endorsed four or greater of the six burden items. Particular aspects of the offspring's BPD symptom profile correlated with intensity of parental burden included including problems in adolescence with acting out behavior (p < .000), property destruction (.003), delusional symptoms (.007), and hallucinatory symptoms (.008).
A subgroup of respondents provided data on specific financial expenses. The average and median out-of-pocket expense was $60,087, and $10,000. Insurance costs totaled an average of $108,251 with a mean of $20,000. The average cost per year after diagnosis was $14,606 out-of-pocket and $45,573 billed to insurance. The median cost per year after diagnosis was $3,667 out-of-pocket, and $12,500 billed to insurance. After adjusting for household income, a female proband who had been raped incurred roughly $40,000 more in BPD-related costs, while a diagnosis of conduct disorder led to about $50,000 in additional costs.
Parents of female offspring with BPD experience burden in multiple domains of their life and many have incurred substantial financial expense. Increasing awareness of co-morbid conditions in the BPD proband that significantly increase parental burden may be indicators for the provision of increased family support.
Borderline personality disorder (BPD) is a debilitating illness marked by emotional dysregulation, stormy relationships, suicidal tendencies, and overt physical and/or verbal aggression (DSM-IV, 1994 ) as well as frequently poor functional outcomes (Bagge et al., 2004) . Because of this, the disorder poses profound challenges to families of afflicted individuals. A detailed description and the expense of this burden has not been extensively investigated in family members of BPD patients. There is, however, a wealth of literature that examines the stress on family members who provide care for individuals with severe mental illness (Baronet, 1999; Harvey, Burns, Fahy, Manley, & Tattan, 2001; Liu et al., 2007; Ostman & Hansson, 2004; Tsang, Tam, Chan, & Cheung, 2003; Veltman, Cameron, & Stewart, 2002) . More specifically, the relationship between dimensions of family care giving and care giving distress has been assessed in depression (van Wijngaarden, Schene, & Koeter, 2004) and schizophrenia (Schene, van Wijngaarden, & Koeter, 1998) suggesting that overall caretaking scores were related to patient symptomatology and number of contact hours between patient and caregiver. Family burden (FB) has traditionally been defined as either objective or subjective (Hoenig & Hamilton, 1966) . Objective FB refers to the daily responsibilities incumbent on family members caring for the relative, while subjective FB refers to how family members feel about their role as caregivers. Generally, the FB literature has been either exploratory in nature or has assessed burden through specific models of coping strategies. While many of the findings have been inconsistent due to varying approaches, there have been a few salient conclusions. First, caretaker burden has been correlated with high levels of psychological distress (Coyne et al., 1987; Noh & Turner, 1987; Szmukler et al., 1996; Baronet, 1999) . Second, the burden of the caretaker is greater if his appraisal of this role is negative (Ostman & Hansson, 2004 ).
Baronet's literature review reported that subjective FB is often due to the disruptive behaviors of the patient and that patient's symptomatology is a reliable predictor of FB (Baronet, 1999) . However, Harvey et al. found that disruptive behavior is not positively correlated with the caregiver's appraisal of burden (Harvey et al., 2001) . Using the stress-coping model (Szmukler et al., 1996) , Harvey et al. (2001) reported that the caregiver's appraisal was more negative if the patient could not perform expected duties (e.g., if there was unemployment and poor social functioning). Tsang et al. (2003) reported that FB results from financial burden, social stigma, and lack of appropriate healthcare facilities.
There is limited literature that specifically assesses the FB associated with caring for BPD patients. Hoffman, Buteau, Hooley, Fruzzetti, and Bruce (2003) found that family members who are more knowledgeable regarding BPD tend to experience more FB, depression, and levels of distress while caring for a family member with BPD. Schiers and Bok (2007) reported that caretakers of BPD patients score higher on all symptom dimensions of the Symptom Checklist (SCL-90) when compared to the general population. Gunderson and Lyoo (1997) reported that individuals with BPD rated their family environments more negatively than a comparison group without BPD, but this negative family perception was not found for the parents of offspring with BPD who rated their family environment similar to normative families. Given the known difficulties inherent in this disorder for patients and clinicians (Gunderson, 2009) , it is surprising that little has been written regarding family burden in BPD and highlights the need for additional research.
The present study investigates subjective FB through the use of an online questionnaire. Respondents were parents of probands diagnosed with BPD. We created our own burden assessment measure in order to gather information not currently available in existing scales (e.g., financial impact) and to accommodate the use of the internet to gather survey respondents. The survey was created to measure the level of burden experienced by the family members who care for BPD patients and to determine correlates of FB in BPD. To our knowledge, the present study is the first to examine BPD-associated FB in BPD and to examine the impact of offspring's BPD on varying facets of parental life including marriage, physical and emotional health, standard of living, social life, and career trajectory. In addition, the survey assessed an array of child and adolescent experiences of the proband in efforts to question whether the presence of particular developmental events preceding the diagnosis of BPD influence family burden, an area about which virtually nothing is known. Such information may help direct attention to the need for additional family support during these high-risk times. Data also was collected on out-of pocket and insurance costs for treatment of the BPD proband.
Recent studies support the reliability and validity of utilizing the Internet for data collection (Gosling, Vazire, Srivastava, & John, 2004; Miller et al., 2002) , as well as the effectiveness of polling adult participants over the Internet (Alexander & Trissel, 1996; Bäckström, 2007; Rochlen, McKelley, Suizzo, & Scaringi, 2008; Srivastava, John, Gosling, & Potter, 2003) . While we relied solely on parents' reports of their children, we believe this has provided us with reliable data, as evidenced by numerous studies demonstrating a high level of agreement between parental ratings of their children's behavior and the behaviors and feelings the children truly exhibit, especially in instances of disordered behavior (Cantwell, Lewinsohn, Rohde, & Seeley, 1997; Hartung, McCarthy, Milich, & Martin, 2005; Sourander & Piha, 1997) .
methods
We developed a forty-five minute, anonymous Internet survey containing approximately 109 questions for parents to complete on their BPD offspring. A link to the survey was located on the website of the National Education Alliance for Borderline Personality Disorder (NEA-BPD), an organization offering support and educational services to families of BPD patients. The website contains over 179 pages and an extensive library of audio and video presentations by noted researchers in the field, and attracts approximately 7,821 unique visitors per month. Visitors from the 50 United States and 100 non-U.S. countries have used the site.
To solicit participants, a recruiting message was used on a prominent part of the NEA-BPD home page. The message asked parents to "share your family's unique experience with BPD in order to help researchers exploring early symptoms of the disorder and the impact of a child's BPD." Potential respondents clicked on a button and were taken to SurveyMon key.com, where the actual survey was situated. SurveyMonkey is a widely accepted tool for self-administered electronic surveys and facilitated data collection. Respondents supplied no identifying data. The first page described the survey, intent of the research and provided contact phone numbers for questions. Respondents could only proceed to the actual survey if they designated a willingness to participate on a consent form.
Embedded within the survey was a diagnostic screen adapted from the ten-item McLean Screening Instrument for Borderline Personality Disorder (MSI-BPD; Zanarini et al., 2003) . In individuals with treatment histories, MSI-BPD scores of seven and above yield good sensitivity (.81) and specificity (.85; Zanarini et al., 2003) . In order to achieve the desired specificity for BPD proband cases, we required both a score of seven or above on the MSI-BPD and a formal diagnosis of BPD by a professional at some point in the proband's life. Data about offspring who had been given a diagnosis of BPD in the past but who scored six or below on the MSI-BPD, as well as data about offspring without a formal BPD diagnosis but who scored seven or above on the MSI-BPD screen, were not analyzed. Surveys containing less than an 80% completion rate were discarded.
The survey contained questions on various clinical features, psychiatric and medical history, and family burden. Questions on various aspects of clinical features were sorted into four distinct developmental periods of the child's life: birth, infancy, & toddlerhood (less than 5 years old), childhood (between 5 and 13), and adolescence (between 14 and 19). The birth epoch consisted of two items inquiring about difficult pregnancy and/or labor. The infancy & toddlerhood epoch consisted of questions on affective lability (e.g., unusual moodiness), developmental delay (e.g. social delay in preschool, and separation anxiety (e.g., inability to self-soothe). An example question read, "Did you notice anything unusual during the first year, such as the inability to self-soothe?" The childhood epoch included questions regarding academic difficulties (e.g., poor grades, special education), interpersonal problems (e.g., few friends, conflict with authority, bully perpetrator), and affective lability, among others. The adolescent epoch included questions on impulsive behavior (e.g., promiscuity), victimization (e.g., rape, assault), self-harm (e.g., cutting, suicide attempt), self-image concerns (e.g., anorexia), psychotic features (e.g., hallucinations), interpersonal problems, and affective lability.
Questions pertaining to psychiatric and medical history included items on evaluation, assessment, and treatment. Furthermore, respondents were asked to rate their satisfaction with the proband's overall clinical treatment and overall health. Both items were rated on five-point Likert scales, and were rated as (1) Very Satisfied, (2) Satisfied, (3) Neutral, (4) Unsatisfied, or (5) Very Unsatisfied. An overall satisfaction index was created from the two individual items.
FB-related questions specifically queried on the impact of the child's illness on the respondent's marriage, physical health, emotional health, standard of living, social life, and career trajectory. These items were open to the interpretation of the respondent, as no clarifying or prompting information was provided alongside the question. A burden severity index was calculated by adding the number of individual FB items that were endorsed. Respondents were also queried on expenses (out-of-pocket and insurance) related to the proband's illness. While costs were not assigned to any specific categories, we assumed that approximately 54% of the stated costs were secondary to psychiatric hospitalization fees, based on a report by van Asselt, Dirksen, Arntz, and Severens (2007) .
Statistical Package for Social Sciences (SPSS, version 16) was used for statistical analyses. Data analysis included descriptive statistics aggregating and summarizing item responses, and nonparametric partial correlations between burden intensity and individual survey items. Separate analyses were conducted to assess costs associated with BPD. Data was drawn from ANOVA techniques, grouped by clinical variables, and run on cost figures. These figures were first log-transformed, making the skewed distribution more symmetric. All significance tests run were two-tailed and tested against a .01 significance level. More conservative techniques, such as the Bonferroni or Holm-Bonferroni correction, were found to be overly restrictive of the significance test results. However, we see the need for correction during multiple comparisons, and this self-derived correction level was used to reduce the familywise error rate while allowing us meaningful results.
results
While 950 surveys were completed, only 711 had usable data. Surveys with incomplete responses were excluded. Of the 711 surveys, 566 pertained to female probands. Of these 566, 233 were defined as having strictly defined BPD; i.e., had been given a BPD diagnosis by a profes-sional and scored seven or higher on the MSI-BPD. A total of 333 cases did not meet these criteria; i.e., they either had (1) an official, professionally-given, lifetime diagnosis of BPD but a sub-threshold score on the MSI-BPD, or (2) an above-threshold score on the MSI-BPD, but have not been given a lifetime diagnosis of BPD, or (3) neither an official diagnosis of BPD nor a threshold score on the MSI-BPD. Approximately 1 in 40 completed surveys yielded a male BPD proband. These numbers are insufficient for detailed statistical analyses at this time.
SAMPLE
The 233 BPD female probands had a mean age of 24.2 years old, with a median age of 22 and range of 12 to 55 years old. The mean age of BPD diagnosis by a professional was 20.0 years old, with a median age of 18 and a range of 10 to 47 years old. Female probands met an average of 8.77 MSI-BPD screen items. They had been psychiatrically hospitalized an average of 3.4 times; 94.4% of the sample had had at least one psychiatric hospitalization. Female proband characteristics are summarized in Table  1 . Co-morbid disorders are presented in Table 2 .
Parents completing the surveys were primarily female (94.6%) with a mean age of 51.3 +/-8.8 years old. They were predominantly white (91.6%), married (66.4%), and Christian (73.5%). Approximately 1/3 had college degrees and 52.9% had annual household incomes greater than $75,000 (see Table 3 ). Ninety-six point 4 percent were the biological parent. Table 4 ). On average, respondents rated their satisfaction with clinicians with a score of 3.24 (Unsatisfied to Neutral), and their satisfaction with their child's health with a score of 3.67 (Unsatisfied to Neutral). 37.9% of respondents were either Unsatisfied or Very Unsatisfied with the circumstances. 
PARENTAL BURDEN
Parents endorsed varying levels of impact of their child's BPD on the six domains comprising burden, including marriage, physical health, standard of living, social life, career trajectory, and emotional health (see Table  4 ). Emotional health was affected most severely, with over 88% of survey completers endorsing this item, while physical health strain was reported by over 58% of respondents. Deleterious impact on relationships was also pronounced, with over 56% noting effects on their marriage and slightly over 59% reporting a burden on their social life. Financial burden, measured by an impact on standard of living, was noted by 44.2% of respondents, while an impact on one's career trajectory was described by slightly over 36%. Over 53% of the respondents selected four or more individual burden items, and one third endorsed five or more individual burden items, suggesting that having offspring with BPD influences multiple facets of parental life. Individual items of mental health symptomatology for each epoch, including birth, infancy/toddlerhood, childhood, and adolescence were correlated with overall severity of burden to identify particularly strong correlates of parental burden. Covariates included age of child, age of parent, income bracket, and education bracket. As expected, there were no significant correlations for any items during the birth, infancy/toddlerhood, and childhood epochs. During adolescence, however, several items were correlated with intensity of parental burden (see Table 5 ), including prob- to "Neutral" n = 230
Median: 4 "Unsatisfied"
Note. Satisfaction Scale is rated as follows: (1) Very Satisfied; (2) Satisfied; (3) Neutral; (4) Unsatisfied; (5) Very Unsatisfied lems with acting out behavior (p < .000), property destruction (.003), delusional symptoms (.007), and hallucinatory symptoms (.008). Trend-level correlations were also found between burden and adolescent verbally abusive behavior (.015), anorexia (.018), and homicidality (.019). Surprisingly, correlations with items pertaining to suicidality, self-injury, and victimization were not significant. Burden severity was, however, correlated with bipolar disorder comorbidity (.000). Clinical satisfaction and burden severity were negatively correlated (.002), indicating that the greater the dissatisfaction with clinical treatment quality and accessibility, the greater the perceived parental burden. Moreover, burden severity and family expenditures related to BPD were highly correlated (.004). Note. Covariates include age of child, age of parent, income bracket, and education bracket **p < .01; *p < .05
FINANCIAL COSTS
Respondents were asked regarding out-of-pocket expenses and insurance costs related to the treatment and care of the BPD proband (see Table 6 ). Fifty-seven percent of respondents reported details on out-of-pocket expenses, 3% reported no expenses, and 40% declined to answer. Similarly, 39% reported data on insurance costs, 4% reported no expenses, and 57% declined to answer. Of those who reported expenses, the average out-ofpocket expense was $60,087, and insurance costs totaled an average of $108,251. The average cost per year after diagnosis was $14,606 out-ofpocket and $45,573 billed to insurance. As the distribution of costs is skewed heavily to the right, median values are more representative of the true financial burden. Of those who reported expenses, the median out-ofpocket expense was $10,000, and insurance costs totaled a median of $20,000. The median cost per year after diagnosis was $3,667 out-ofpocket, and $12,500 billed to insurance. Table 7 lists differences between BPD-related expenditures across various diagnoses and clinical features. One covariate, household income bracket, was included in the models to factor out confounding effects. There were significant cost differences between probands who were victims of rape during adolescence compared to those who were not raped (p < .006). After adjusting for household income, a proband who had been raped in adolescence incurred roughly $40,000 more in BPD-related costs, while a diagnosis of conduct disorder led to about $50,000 in additional costs. $400-3,000,000
Note. Years after diagnosis resulted from difference between proband's current age and age at diagnosis, rounded up to nearest whole number. *Derived from subsample (Out-of-Pocket, n = 88; Insurance, n = 59) **Derived from subsample (Out-of-Pocket, n = 125; Insurance, n = 86) 54% of total expenditure assumed to be hospitalization costs (van Asselt & Dirksen, 2007) discussion This anonymous Internet survey of parental viewpoints regarding their female offspring with BPD provides novel and important data on the degree and types of burden experienced by parents caring for a child with this disorder. Strengths of this study include the large number of respondents and probands, assessment of multiple facets of burden and collection of data on both insurance and out-of pocket expenditures. Our stringent criteria for inclusion in the BPD group, including MSI-BPD scores cut-offs of seven and above and a formal diagnosis of BPD by a clinician, further strengthens the project design. Our main finding is a detailed description of the negative impact of caring for a BPD child on a parent's life, with assessment of six differing domains. Difficulty with emotional wellbeing was most widely endorsed (>88%) but physical health problems (59%) and damage to the marriage (56%) also were reported by the majority of parental respondents. A burden severity index was calculated by adding the number of individual burden items selected, with a maximum score of 6. Over 53% of respondents endorsed 4+ items. Our data suggest that caretaking for a BPD child affects multiple domains of functioning, similar to the findings of Schiers & Bok.
Parents of BPD offspring completing this survey were recruited using a website offering support to family members seeking advice and help. Those parents who proceeded to complete the survey were clearly motivated, either hoping that their responses might help clarify their child's condition or that their answers might help others. This may represent a more severely burdened subgroup of parents of offpsring with BPD or a subgroup of parents who are over-involved with their BPD offspring. However our data do document the impairment in multiple domains experienced by this group of parents and the considerable sums of money for the care of their ill child.
The results of this survey identify several features of adolescent BPD females, including acting out behaviors, property destruction, delusions and hallucinations, as being significantly correlated with overall parental burden severity, as is a co-morbid diagnosis of bipolar disorder. These findings support previous research suggesting that disruptive behavior correlates strongly with family burden (Harvey et al., 2001 ), but also highlights the importance of the effects of other psychiatric symptoms. Delusions and hallucinations are not central to the BPD diagnosis and may represent co-morbid Axis I conditions. While only 8% of parents endorsed a lifetime history of a schizophrenic disorder, the psychotic symptomatology correlating with burden intensity may possibly be attributed to features of major depressive disorder or bipolar episodes, substance induced psychosis or captured in the ninth BPD criterion of transient psychotic episodes. In fact, recent research in BPD highlights psychotic-like symptoms as an important target dimension (Grooten et al., 2008) , and advocates the use of antipsychotics in the treatment of BPD (Pascual et al., 2008) . Others contend that there exists an under appreciation of psychotic symptomatology in BPD and the mood dysregulation connected to psychotic symptomatology (Benvenuti et al., 2005) . Taken together, our data support this idea of developing a clearer understanding of the relationship between psychotic symptomatology and BPD outcome, as hallucinations and delusions in adolescence are significant contributors to parental burden. Alternative hypotheses for the psychotic symptomatology during adolescence include psychotic features of associated axis I mood disorders and substance abuse. While our data highlight high lifetime co-morbidities of bipolar disorder (57%) and major depression (78%), we can not ascertain from the current survey whether these disorders occurred at the time of adolescence during the periods of endorsed psychotic symptomatology. Our data does indicate that alcohol and substance abuse problems in adolescence were endorsed by 40% of parents however its precise relationship with adolescent psychotic features remains unclear.
Surprisingly, adolescent suicide and self-injurious behavior were not significant contributors to the family burden severity index. The suicidal and self-injurious behaviors that were assessed in this survey occurred solely during the adolescent epoch. This explains the lower incidence of suicide (93 of 233 or 40%) than is typical for clinical BPD samples. However, the burden severity that is being assessed corresponds to the present time frame. It is possible that adolescent features of the disorder (i.e., adolescent suicidality and self injurious behavior) do not significantly affect current burden levels which are likely more influenced by overall psychiatric severity as reflected by co-morbidity and associated psychiatric symptomatology such as psychosis. One limitation of this study design is that the survey did not quantify current symptom severity in the proband.
While overall burden severity was not affected by these two adolescent variables, parental financial expenditures were affected by adolescent suicidal plans and DSH. Such behaviors added $38 thousand and $17 thousand dollars to BPD related costs respectively (see Table 7 ).
Dissatisfaction with the BPD proband's clinicians was correlated with parental burden. This finding underscores the importance of quality treatment for BPD, which for many is currently not available. Even for those in treatment, struggles with health care providers, and the quest for dignity can complicate treatment efforts (Perseius, Ekdahl, Asberg, & Samuelsson, 2005) . Our survey was not designed to query specific reasons for dissatisfaction, but this is an important topic for future investigations.
Parental reports of average and median total out-of-pocket expenses of $60,087 and $10,000 or $14,606 average and $3,667 median per year after BPD diagnosis, and average and median insurance costs of $108,251 and $20,000 or $45,573 average and $12,500 median per year after BPD diagnosis begin to describe the financial costs of treating this disorder, both to insurance companies and individual families struggling with noncovered health-care costs. The highly skewed nature of this data suggests that there exist individuals with BPD with extensive treatment resource utilization. We found that co-morbid conduct disorder and the presence in adolescence of a rape or suicide plan significantly contribute to the overall costs of the disorder. These data indicate particular profiles of BPD subjects resulting in increased parental financial burden; such information may be useful to clinicians, family therapists, insurance companies, and BPD advocacy groups.
High levels of Axis I co-morbidity were endorsed in this sample. This may reflect a sample of more severely ill offspring with co-morbid Axis1 and II pathology, a profile consistent with data from the Children in the Community Study (Chen et al., 2006) that identifies the most negative adult quality of life in the adolescents with Axis I and II co-morbidities. Alternatively, misdiagnosis and incorrect reporting of diagnoses may be explaining this result. Unfortunately, the anonymous nature of this survey does not allow for corroboration of the reported clinical diagnoses.
There are several limitations of this study. The use of an internet survey assessing parent's opinions and feedback creates limits on the validity of collected data on offspring diagnoses. The inclusion of a BPD self-report measure that is completed by the parent was included to bolster the reliability. However, there may exist differences in results from MSI-BPD pa-rental report as compared to patient self-report, particularly with items that refer to internal experiences such as emptiness.
The survey contained no measures of parental psychopathology. We were concerned that such questioning might be offensive to parents who come to the NEA-BPD website seeking advice, support, and explanations for their children's disorder and might be sensitive to suggestions that early abuse was the culprit. It is also possible that parents may distort the dysfunction of their offspring, thereby skewing the results. However assessing parental input is a validated approach to assessing clinical data in child and adolescent populations (Cantwell et al., 1997; Hartung et al., 2005; Sourander & Piha, 1998) . Also, the parents who completed the surveys were mostly educated white females with access to the Internet. We cannot predict how generalizable our results are to other ethnic groups or individuals with differing socioeconomic profiles. Additionally, the survey respondents were primarily mothers, which reflect the general composition of individuals who frequent the NEA-BPD website. The surprising low levels of paternal and step-parent involvement in the study may reflect their more limited involvement with their BPD children, use of internet, or ability to ask for help. These possibilities could be more directly tested in future studies.
Our calculation of financial costs is limited by the reporting accuracy of the survey respondent. We hoped that the anonymous format of the survey would allow parents to respond honestly about costs; however we do not know how well their answers reflect actual costs. Forty perrcent of survey respondents did not complete the questions pertaining to financial costs. There are likely several reasons for this including not wanting to take the additional time required to make the calculations, not knowing the answers pertaining to costs and expenditures, or feeling that this information is private, Future studies might validate parental responses using insurance company records.
This anonymous Internet survey of parents with BPD offspring documents the burden experienced by caretakers of children with this disorder. These data may be useful to individuals who work with families, prompting identification of high-risk families for whom support and treatment may be beneficial. 
